April 12, 1977

BACKEROUND TO THE PROPCEED REGULATI ONS
CEH N NG DEVELCPMENTAL O SABI LI TY AND SUBSTANTT AL HAND GAPS

AS A CONSEQUENCE OF THE PASSAGE OF THE LANTERVAN ACT, RELATED

TO SERVICES FCR CI TI ZENS W TH DEVELOPMENTAL SPECI AL NEEDS, THE
DEPARTMENT OF HEALTH HAS BEEN MANDATED TO ESTABLI SH A REGULATORY
DEFI NI TION FOR THE TERM DEVELOPMENTAL DI SABILITY AND TO DEFI NE
SUBSTANTI AL HANDI CAP.  THESE TWD DEFI NI TI ONS NMAY BE CONSI DERED
THE CRITI CAL CONCEPTS IN THE ENTIRE FIELD OF DEVELOPMENTAL SERVI CES.
EACH DESCRI BES THE CRI TERIA FOR WHAT MAY BE CALLED ClI Tl ZENSHI P
RECOGNI ZED BY FEDERAL AND STATE GOVERNMENTS UPON WHI CH HI NGE THE
RECEI PT OF RECOGNI TI ON, SERVI CES, AND RESOURCES. WE ARE SEEKI NG
YOUR | NPUT AND RESPONSE PRIOR TO FILING THE PROPOSED REGULATI ONS
N ORDER TO ASSESS, TO THE BEST DEGREE POSSIBLE, THE | MPACT ON THE
DELI VERY CF DEVELCPMENTAL SERMI CES TO CALI FORNI ANS.

H STORI CALLY, THE CONCEPT OF DEVELOPMENTAL DI SABILITY WAS ORI G NALLY
CONFI NED TO THOSE PEOPLE WHO COULD BE LABELED MENTALLY RETARDED,
CEREBRAL PALSIED, OR THOSE WHO HAD EPI LEPSY.  CONSEQUENTLY, THE
OPERATI NG DEFI NI TI ON WAS | NCREASED TO EMBRACE PEOPLE LABELED

AUTI STI C AND THE LARGE CGROUP EXPERI ENCED AS DI SABLED IN THEIR
LEARNI NG BEHAVIOR.  SERVICE CI TI ZENSHI P WAS | NI TI ALLY DEFI NED BY

DI AGNOSI'S; THAT IS TO SAY, THE LABELING OF Cl RCUMSTANCES EXI STI NG
WTH N THE | NDI VIDUAL. THE | MPORTANCE OF THI S ASSUMPTI ON CANNOT

BE OVER- EMPHASI ZED FOR ONCE THI S ASSUMPTI ON BECOMES THE FUNDAMENTAL
PERSPECTI VE, A SET OF ATTI TUDES, JUDGMVENTS, AND SOCI AL STRUCTURES
LOG CALLY AND | RREVOCABLY FOLLON  THE JUDGMVENTS ARE | NVARI ABLY
MADE BY PROFESSI ONALS WHO ARE VESTED W TH THE RESPONSI BI LI TY OF




DI AGNCSI'S,  BY | DENTIFYING THE PROBLEM IN THE | NvI DI VDUAL, IT

WAS A SIMPLE NEXT STEP TO MAKE THE CONNECTI ON BETWEEN THE PROBLEM
AND THE INDIVIDUAL AS A WHOLE. THI'S PROCESS OF AFFI XING A LABEL BY
ESTABLI SHI NG A DI AGNOSI S THAT DESCRI BES THE "BEING' OF A PERSON
CHANGES THE | NDI VIDUAL'S STATUS AND HUVMAN CONDI TION IN THE EYES

OF JUST ABOUT EVERYONE.

TH' S LABELI NG EXERClI SE REI NFORCES THE BELI EF THAT THE PERSON WHO

|'S NOV DESCRI BED AS DEVELOPMENTALLY DI SABLED, RETARDED, AUTI STIC,
EPI LEPTI C, CEREBRAL PALSIED, OR LEARNI NG DI SABLED, 1S NOT LIKE US.
VE ARE |NTACT SYSTEMS. WE ARE NORMAL. "THEY" ARE NOT. THEY ARE
MALFUNCTI ONI NG SYSTEMS.  THEY NEED SPECI AL EDUCATI ON.  THEY NEED TO
BE PROTECTED. THEY NEED SYMPATHY. THEY CAN NEVER MARRY. THEY CAN
NEVER ENJOY A NORVAL SOCIAL LIFE. THEY CAN NEVER BE FULLY ACCEPTED
BY WY FRIENDS AND STRANGERS. THEY CAN NEVER REALLY BE HAPPY, THEY
SUFFER. THEY CAN NEVER KNONVWHAT |IT IS LIKE TO BE FREE. THEY WLL
ALWAYS BE DEPENDENT, THEY WLL DI E SOONER

VE CAN UNDERSTAND N RETROSPECT THE WAY IN WHI CH SUCH ATTI TUDES
GOT TRANSLATED INTO A MATERI AL SOCI AL RESPONSE.  SEGREGATED AND
| SOLATED SETTI NGS, CATEGORI CAL FUNDI NG AND CATEGORI CAL SERVI CE
AGENCI ES THAT ARE "SEPARATE BUT EQUAL", A WHOLE | NDUSTRY OF PRO-
FESSI ONALS AND RESOURCES ESPECI ALLY FOR LABELED PECPLE ARE OVERT
EXAMPLES OF SUCH RESPONSES.

WTH' N THE LAST DECADE, THE FAM LY VOLUNTARY ORGAN ZATI ONS HAVE
ORGANI ZED TO REASSERT THE BASI C CI TI ZENSHI P RI GHTS AND FUNDAMENTAL
HUMANI TY OF THEIR SONS AND DAUGHTERS. MORE AND MORE PROFESSI ONALS
HAVE BEGUN TO WAKE UP TO THE NEED TO REDEFI NE AND TO RESEE THI S



GONSTI TUENCY. | HEY HAVE RECOGN ZED THAT TO BE HUVAN | S TO
POSSESS THE | NHERENT AND | NALI ENABLE CAPAC TY TO GROW  CHANGE,
AND SHARE IN THE FULL FRU TS CGF WHAT VE KNOW AS AR SCO ETY,

THE NEED FCR RESPECT, POMNER, RESOURCES, | NTERDEPENDENCY, PRCDUCG
TIMTY, AND THE R GHT TO EXPER ENCE AS MORAL A LI FE AS PCSSI BLE,
AS ABASIC MN MM HAS FOSTERED NMASSI VE BREAKTHROUGHS | N EDUCA-
TIONAL TEGHNOLOGY, AML R GHTS LAW LEG SLATI ON, AND THE DESI GN
CF LIV NG ARRANGEMENTS.

VE ARE AT A MDERN CRCSSROADS TO RECONSTRUCT THE DEFIN TION CF
SERMI CE A TIZENSH P FCR QR OONSTI TUENTS.  WE ARE AGAIN AT A PO NT

I N CALI FORNI A, AND, NATI ONALLY, TO ESTABLI SH A PERSPECTI VE CONSI STENT
WTH QR UNCERSTAND NG F MEAN NG GENERAL O TIZENSH P, REFRE-.
SENTI NG THE APPROVAL OF THE DEPARTMENTS OF HEALTH, REHABI LI TATI ON,
AND EDUCATI ON, AND THEREBY THI S ADM NI STRATI ON, WE ASSERT THAT THE
CONCEPT OF DEVELOPMENTAL DI SABILITY MUST BE RECOGNI ZED AS A TEMPORARY
SOCI AL SI TUATI ON WHOSE RESOLUTI ON ENTI RELY RESTS W TH OUR COLLECTI VE
ABILITY TO APPLY RESOURCES, KNOWEDGE, AND PEOPLE |IN ORDER TO TEACH,
SHAPE, NURTURE, AND OVERCOME SPECI AL NEEDS THAT MAY EXI ST I N RELATI ON
TO AN INDVIDUAL' S FUNCTI ON AND PERFCRVANCE |N SCO ETY. IT IS THE

QUALI TY AND COW TMENT OF OUR SERVI CE SYSTEM THAT DETERM NES THE
DEGREE G- ENANA PATI ON FROM D SABI LI TY.

THE DEFIN TION G- A DEVELCPMENTAL DI SABI LI TY MJUST EMBRACE THOBE
CONDI TI ONS THAT | NTERFERE W TH, COR | NTERRUPT, TYPI CAL DEVELCPMENT
DURI NG THE PER (D OF MOST CRUA AL GROMH CF THE HUVAN BEI NG THAT
IS, THE PER (D BETWEEN Bl RTH AND H GHTEEN YEARS OF AGE, To QOONFI NE
THE NOTI ON GF A DEVELCPMENTAL DI SABILTY TO A NARROV GROP CF

D AGNGSTI C CATEQCR ES | MPLI ES THAT THOSE CH LDREN AND YGQUTH DO NOT



SQUARELY FALL WTH N ONE OF THESE LABELS, DCES NOTI' HAVE A
DEVELCPMENTAL DI SABILITY, TH S OGONTRI BUTES TO THE SELF SERVI NG
CONFI NEMENT CGF THE CONCEPT.

THE PIVOTAL ELIGBILITY QUESTI ON REVOLVES AROUND THE NOTI ON CF
SUBSTANTI AL HANDI CAP.  MANY YOUNGSTERS MAY HAVE A DEVELCPMENTAL

DI SABILITY BUT WLL NOIT REQU RE THE KIND O COMPLEX AND ELEGANT
ASSI STANCE CR ENVI RONMENTAL VAN PULATI ON FRCM REA ONAL - CENTERS.
TH S RECOMWENDED DEFIN TIQN, WH CH WE ARE SUBM TTI NG FCR SUBSTANTI AL
HANDI CAP, REQU RES THAT A PERSON HAVE A D SABI LI TY WH CH OCCURS
WTH N THE FI RST El GHTEEN YEARS CF LI FE, ESSENTIALLY AS DESCR BED
IN THE CALI FORNI A STATUTES. I N ADDI TI ON HE/ SHE MUST MEET A NUMBER
CF CONOURRENT CRITERA ALL OF WH CH MUST CCEXIST. THESE CR TERI A
HAVE BEEN DESI G\ED TO DO T™WD TH NGS:  FIRST, TO AS MJCH AS PGSSI BLE
DESTI QVATI ZE THE PERSCN BY | DENTI FYI NG THOSE AREAS GF HUVAN
PERFCRVANCE WHERE A DEFIA T OR SPEA AL NEED FCR SERVI CES EXI STS.
SECOND, TO DEFI NE SUBSTANTI AL HANDI CAP I N TERV6 G- A SPEA AL SET
CF NEEDED SERVI CE CONDI TI ONS WHOSE ABSENCE CONSTI TUTES A SUBSTANTI AL
HANDI CAP TO THE INDIM DUAL |N ACTUAL SOO AL TERVS, THESE DENMVAND
THE EXERI G5E O GOCD JUDGMVENT AND A KEEN ADVOCACY SENSITIMTY ON
THE PART CF THE PROFESSI ONAL REG ONAL CENTER EVALUATI ON STAFF,

IN STUDYI NG THE SI TUATI Q\, | T BECOMES APPARENT THAT AN | NDI 'V DUAL
MY HAVE Sl GN FI CANT PERFCRVANCE DEFI A TS AND SPEA AL NEEDS AND
BECAUSE CF A NUMBER O ENVI RONMENTAL AND FAM LI TY ASSETS, ESSENTI ALLY
NOI REQU RE REQ ONAL CENTER SERVI CES.  ALTERNATI VELY, AN | ND M DUAL
WTH RELATI VELY M NCR DI FFI QLTI ES MAY FIND AN ENCRMOUS SET CF

BARRI ERS TO OVERCOM NG THE IMPACT CF HS HER CONDITION IT IS
CERTAINLY THE HOPE COF TH S DEPARTMENT THAT THE REGQ ONAL CENTERS



R OTHER AGENA ES RESPONSI BLE FAR (GROMH AND HABI LI TATI ON SERVI CES
WLL D SCHARGE THEER RESPONSIBILITIES IN SUCH A WAY THAT ONGO NG

I NTERVENTION IN THE LIVES GF QR A TI ZENS WTH DEVELCPMENTAL SPEC AL
NEEDS BECOMES LESS AND LESS NECESSARY AS SERVI CES ARE RENDERED,

A SER AQUS QONCERN HAS BEEN VA CED BY A NUMBER OF RESPONSI BLE
REPRESENTATI VES G- THE SERVI CE AND CONSUMER GOMMIN Tl ES THAT THE S
FUNCTI ONAL ELIGBILITY DEFIN TION WLL, "CPEN THE FLOCDGATES'

FOR EVERY PERSON THAT THE EDUCATI ON DEPARTMENT, CR WELFARE
DEPARTMENT, WLL NOTI, CR CANNOI SERVE, THESE OONCERNED VA CES
FEAR THAT SUCH AN ATTI TUDE W LL RESULT I N PECPLE BEI NG WASHED TO
THE REA ONAL CENTER DOCRSTEP, THE PROTEST THAT THE FRAQ LE BALANCE,
CURRENTLY BEA NNNG TO EXI ST WTH THE REG ONAL CENTERS | N REGARD
TO ELI M NATI NG WAI TI NG LI STS AND GCPI NG WTH THE STRI NGENT TI MELI NE
CBLI GATI ONS SET FORTH I N LAW TO GOWPLETE DI AGNCSl S AND CASE WORK UP,
WLL BE SHATTERED. | N RESPONSE, WE MJUST SAY THAT PR ORI TI ES, BASED

ON ANNUALLY CHANG NG RESOURCE LIM TS, MY BE REQUIRED FCR SOME TI ME

TO COME. THIS IS THE CASE REGARDLESS OF THE CRI TERI A USED FCR
ELIGBILITY. AS HAS BEEN OUR MOST CURRENT EXPERI ENCE, SUCH A NORMATI VE
AND GENERIC CLIENT ELIG BILITY DESCRI PTION W LL PROVIDE THE OBJECTI VE
BASI S FOR APPROPRI ATE BUDGET ALLOCATI ONS EACH YEAR TO MEET PGSSI BLE

| NCREASES | N NEED.

ANOTHER CONCERN HAS BEEN RAI SED THAT TOO MJUCH RESPONSI BI LI TY AND

DI SCRETION IS PLACED IN THE HANDS OF THE PROFESSI ONAL WHERE THE
CONSUMER W LL FIND HI M HERSELF AT GREATER RI SK OF BEING MANI PULATED
AND EXCLUDED FROM R GHTFWL SERVICES. | F THE PGSSI BI LI TY G- ABUSES



EXI ST, DUE PROCESS MECHANI SM5 ARE ESSENTI AL AND FEASIBLE TO
ESTABLI SH.

ADM TTEDLY, THE CONCl SE LANGUAGE OF THE REGULATI ON W LL NOT SUFFI CE

TO PROVI DE THE POPULAR EXPLANATI ON TO CONSUMERS TO ASSURE THAT

THEY UNDERSTAND THE LIM TS OF REGQ ONAL CENTER RESPONSI BI LI TI ES.
MOREOVER, THE REGULATORY DEFINITION W LL HAVE TO BE ARRANGED I N

SUCH A WAY TO HELP MAKE A DECI SION TREE TO ASSI ST IN THE ELIG BILITY
DEFI NING PROCESS. THESE REPRESENT ORI ENTATI ON AND TRAI NI NG CHALLENGES
VWH CH WE ACCEPT AND W LL ADDRESS.

IN SUM EVEN THOUGH THI S PROPOSED DEFI NI TION MAY | NI TIALLY BE

DI FFI CULT AND NEW FOR MANY PECPLE, |IT.CAN PROVIDE A MORE JUST
BASIS FOR SERVICE ELIGBILITY. |IT WLL SIGNI FI CANTLY CHANGE THE
EMPHASI S AND THE PERSPECTI VE OF THE DEVELOPMENTAL SERVI CE SYSTEM
STAFF TO BEG N LOCKI NG AT THE PROGRAM NEEDS AND SURRENDER THE
PRACTI CE OF STI GVATI ZI NG AND HABI TUAL CLI ENT LABELING ~ THE KEY
|'S TO SEPARATE THE PRI NCI PLE AND STRATEG C GOAL FROM PRACTI CAL
OR OPERATI ONAL CONSI DERATIONS WHI CH W LL REQUI RE WORKI NG OJT
ONCE THE VALUE | S DECLARED.

THE DEPARTMENT OFFERS THESE DEFI NI TI ONS OF DEVELOPMENTAL DI SABILITY
AND SUBSTANTI AL HANDI CAP FCR YOUR CAREFUL CONSI DERATI ON AND REQUESTS
YOUR PUBLI C ACKNOALEDGEMENT OF THE PRI NCI PLES AND ASSUMPTI ONS THAT
VE HAVE TRIED TO BUI LD INTO THESE PROPOSED REGULATI ONS.



